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CHAPTER I 
INTRODUCTION 
Each yea r  t h e  t e a c h e r  f a c e s  his o r  h e r  own p a r t i c u -  
l a r  group hoping t o  provide t h e  b e s t  p o s s i b l e  l e a r n i n g  
s i t u a t i o n s  f o r  each i n d i v i d u a l  c h i l d ,  S i t t i n g  i n  t h e  room 
w i l l  be  c h i l d r e n  of va ry ing  mental  and p h y s i c a l  a b i l i t i e s ,  
This  s t u d y  w i l l  f ocus  a t t e n t i o n  on t h e  c h i l d  with l i m i t e d  
p h y s i c a l  s tamina and how we can b e s t  make schoo l  a p l e a s a n t  
and p r o f i t a b l e  p l a c e  i n  which he can l e a r n .  The c h i l d  with 
Cooley ' s  anemia o r  Thalassemia rm j o r  i s  such  a c h i l d .  
I, TRE PROBLEM 
Sta tement  of t h e  problem, There i s  a growing need 
--
t o  p rov ide  p a r e n t s  and t e a c h e r s  with in fo rma t ion  as t o  what 
k ind  of s c h o o l s  c h i l d r e n  with Cooley 's  anemia should a t t e n d ,  
T h i s  s t u d y  has a t tempted  t o  g a t h e r  d a t a  a s  t o  t h e  k inds  of 
s c h o o l s  t hey  a r e  a t t e n d i n g  and make recommendations as t o  
t h e  v a r i o u s  ways the  t ime s p e n t  i n  s choo l  can be used most 
p r o f i t a b l y .  
Purpose -- of t he  s tudx.  It was t h e  purpose of th i s  
s tudy  (1) t o  determine how many c h i l d r e n  i n  t h e  United S t a t e s  
have t h i s  t ype  of anemia; ( 2 )  t o  f i n d  how many c h i l d r e n  a r e  
a t t e n d i n g  schoo l  i n  r e g u l a r  c lassrooms;  (3)  t o  a s c e r t a i n  
what measures have been made t o  accomodate t h e s e  c h i l d r e n  
i n  e i t h e r  school .  
Need f o r  t h e  s tudx ,  Although Cooley's  anemia i s  a 
---
r a r e  type of d i s e a s e ,  through t h e  e s t ab l i shmen t  of t h e  
Cooley 's  Anemia Blood and Research Foundation f o r  Chi ldren,  
Incorpora ted ,  many more c a s e s  have been found than  were p r e v i -  
o u s l y  known. Pa ren t s  of t h e s e  c h i l d r e n  f a c e  a problem of 
where t o  educate  them, Tenny said: 
R e l a t i v e l y  few school  systems provide  s p e c i a l  c l a s s  
f a c i l i t i e s  f o r  ph s i c a l l y  handicapped c h i l d r e n  and on ly  
a s m a l l  percent  o  I such  c h i l d r e n  a r e  c a r e d  f o r  i n  
s p e c i a l  day o r  r e s i d e n t i a l  schools .  Ev iden t ly  a l a r g e  
number of c h i l d r e n  with more o r  l e s s  s e r i o u s  handicaps 
e i t h e r  a r e  r e c e i v i n g  no educa t iona l  o p p o r t u n i t i e s  a t  
a l l  o r  a r e  i n  c l a s s e s  wi th  normal c h i l d r e n ,  I n  t h e  
l a t t e r  ca se ,  most t eache r s  l a c k  t h e  necessary  t r a i n i n g  
t o  t a k e  c a r e  of t h e  a t y p i c a l  c h i l d r e n  o r  t h e y  a r e  s o  
h e a v i l y  loaded  with l a r g e  c l a s s e s  t h a t  l i t t l e  t ime i s  
a v a i l a b l e  f o r  meeting the  needs of t h e s e  c h i l d r e n .  To 
overcome t h e s e  d i f f i c u l t i e s  two s t e p s  seem necessary:  
( 1 )  t o  i n c r e a s e  t h e  number of s p e c i a l  c l a s s e s ,  and ( 2 )  
t o  i n c r e a s e  t h e  knowledge and s k i l l  of  r e g u l a r  t e a c h e r s  
s o  t h a t  t hey  may c a r e  more adequate ly  f o r  t ose  a t y p i c a l  
c h i l d r e n  who a r e  e n r o l l e d  in their c l a s s e s .  P 
There is a l a o k  of in format ion  f o r  p a r e n t s  and teach-  
e r s  on how t o  d e a l  c o n s t r u c t i v e l y  with t h e s e  c h i l d r e n .  
Pa ren t s  a r e  anxious  t o  know about unders tanding t h e  circum- 
s t a n c e s  and d l f ' f i c u l t i e s  of t h e s e  c h i l d r e n ,  A s  Lee and Lee 
s t a t e d :  
l ~ o h n  W. Tenny, "Caring f o r  P h y s i c a l l y  Handicapped 
P u p i l s  i n  Regular and S p e c i a l  C l a ~ s e s , ~ '  The Nat iona l  Elemen- 
ta rx  P r i n c i p a l ,  X M ,  No. 6 ( J u l y ,  1940) ,T/F3. 
A normal amount of sympathy and understanding of 
o the r s '  t roub les ,  sorrows and joys is a f i n e  t r a i t .  When 
it i s  present  i n  excess,  a c h i l d  presents  an example of 
maudlin s en t imen t a l i t y  o r  hyper-exci tabi l i ty .  Such 
ch i l d r en  should have a  minimum of emotional s t imula t ion  
and t h e  kind calming hand of a t e ach  r t o  he lp  b r ing  the  
s i t u a t i o n  t o  a  more reasoning bas i s .  52 
It is  hoped t h a t  t h i s  study w i l l  be an a i d  f o r  t eachers  
and parents  i n  knowing how much o r  how l i t t l e  t o  expect from 
t h i s  ch i ld .  
Basic cons idera t ions .  Cooleyl s anemia o r  Thalassemia 
major as described by Lichtman, i s  t h e  name commonly used t o  
desc r ibe  the severe f o r m  of an  he red i t a ry  d isease  of blood. 
It i s  a l s o  c a l l e d  Mediterranean anemia, t a r g e t  c e l l  anemia, 
e r y t h r o b l a s t i c  anemia and f ami l i a  microcytic.  This  d i so rder  
occurs most commonly i n  ind iv idua l s  whose ances to r s  were 
na t ives  of t he  coun t r i e s  surrounding the Mediterranean sea.  
I n  the  United S t a t e s  most of the  p a t i e n t s  a r e  of I t a l i a n  
descent ,  e s p e c i a l l y  S i c i l i a n .  Those of Greek, Turkish, 
Southern French, and North Afr ican  o r i g in s  a r e  a l s o  more 
suscep t ib le .  2 
'3. Murray Lee, and Dorris  May Lee, The Child and H i s  
Curriculum (New York: ~ ~ ~ l e t o n - ~ e n t u r ~ - ~ r o f t s , f n c . , ~ 4 0 ) ,  
PP. 37-38. 
11. DEFINITION OF TERMS 
The fo l lowing  d e f i n i t i o n s  a r e  of  terms used I n  t h e  
r e p o r t :  
Thalassemia major o r  Cooley ls  anemia. Thalassemia 
-
major o r  Cooley ls  anemia i s  a seve re  type  of anemia t h a t  i s  
i n h e r i t e d  accord ing  t o  Piendelian laws which ocdcurs i n  a c h i l d  
born  of p a r e n t s  b o t h  of whom must be  c a r r i e r s  of the t r a i t .  
Thalassemia minor. Thalassemia minor i s  a l e s s  
s eve re  type  of anemia t h a t  is  i n h e r i t e d  from one pa ren t  who 
i s  a c a r r i e r  of t h e  t r a i t .  
S p e c i a l  schools .  A s p e c i a l  school  i s  any school  
which educa tes  any kind  of p h y s i c a l l y  handicapped c h i l d r e n  
o r  one which has a room s e t  a s i d e  e s p e c i a l l y  f o r  c h i l d r e n  
with l i m i t e d  p h y s i c a l  stamina.  
111. ICEDICAL BACKGROUND 
Anemia is  a def i u i ency  of r e d  blood corpusc les ,  hemo- 
g l o b i n  o r  both.  It may occur fo l lowing  i n f e c t i o u s  d i s e a s e s ,  
a f t e r  a hemorrhage, o r  from a b s o r p t i o n  of t o x i n s  from f o c i  
of i n f e c t i o n ,  i n t e s t i n a l  o b s t r u c t i o n ,  chemicals,  c o n g e n i t a l  
causes, or  due t o  poor n u t r i t i o n  and i r o n  def ic iency .  It 
may be  a temporary c o n d i t i o n  o r  a permanent one. .4nemla 
5 
which i s  due t o  poor n u t r i t i o n  and i r o n  de f ic iency  i s  l e s s  
s e r i ous  and may be remedied by d i e t  o r  Vitamin B12 in jec -  
t i ons .  Aplas t i c  , primary o r  pernicious and secondary anemias 
a r e  t he  more severe  types of anemia. The symptoms f o r  these  
types  a r e  about a l l  the same: shor tness  of brea th ,  pa lp i -  
t a t i o n ,  malaise,  headache and edema of ankles .  Some of t h e  
more s e r i ous  types of anemia a r e  t r e a t e d  by administer ing 
blood t r an s fu s ions  the  e n t i r e  l i f e  of t h e  Another 
s e r i ous  type of blood d i so rder  tha t  i s  t r e a t e d  s i m i l a r l y  t o  
t he  above anemias is Leukemia. However, Leukemia d i f f e r s  
from Cooleyls  anemia i n  t h a t  the  white corpuscles  r a t h e r  than  
t h e  r ed  ones a r e  a f fec ted .  This d isease  is charac te r i zed  by 
a  g r e a t  excess of white corpuscles  with hyperplasia  of t he  
sp leen  and the  lymphatics and i n  the  bone marrow. 
Et iology - of Thalasseraia. Cooleyls anemia i s  the  name 
commonly used t o  descr ibe  t he  severe form of an he r ed i t a ry  
d i sease  of t he  blood. Cooley, an American physician, described 
t h i s  as a separa te  and s p e c i f i c  type of blood d i sease  i n  1925. 
T h i s  d i so rder  occurs most comonly i n  ind iv idua l s  
whose ances to r s  were na t ives  surrounding the  Xediterranean sea. 
I n  the  United S t a t e s ,  the re fo re ,  most  of the p a t i e n t s  a r e  of 
I t a l i a n  descent ,  e s p e c i a l l y  S i c i l i a n .  Those of Greek, Turk- 
'f!lnrnnr?a W l l b u r  Taber. Taber's Cvc lo~ed i c  Hedical 
- - -& "  ..-- .------ I - -  - - -  - - - - . - - - .- 
Dic t ionar  , Revised S i x t h  ~ d i t i m l a i e l ~ h i a :  3'. A .  Davis, 
~ 5 + - 4  -51. 
i s h ,  Southern French and North African o r i g i n s  are a l s o  more 
suscep t ib le .  There a r e  a few cases found i n  among t he  
Chinese. Wintrobe reported:  
Un t i l  1942 l e s s  than 100 cases  of Cooleyts  anemia 
had been reported.  Later  surveys of  persons of I t a l i a n  
descent  i n  Rochester, N. Y. revealed  t h e  severe form of 
the  d i sease  occurr ing once i n  2,368 b i r t h s  and tne 
l e s s e r  anomaly once i n  each 25 persons.1 
Ind iv idua l s  with Thalassemia minor have a normal l i f e  
span and en joy normal hea l th ,  whereas ind iv idua l s  with 
Thalassemia major may succumb t o  the d i sease  i n  a matter  of 
one o r  two decades. Lichtman has s t a t ed :  
Thalassemia major usua l ly  becomes manifest  during 
the f i r s t  year of l i f e .  Both sexes a r e  equa l ly  a f fec ted .  
The e a r l i e s t  s igns  may be p a l l o r  of the sk in  and musous 
membranes, and sometimes a s l i g h t  yellow co lo r a t i on  of 
t he  whites of the  eyes. There a r e  s eve ra l  de fec t s  which 
l e a d  t o  anemia. There i s  a reduct ion  on the  r a t e  a t  
which t h e  r ed  blood c e l l s  a r e  f o m e d  i n  the  bone 
marrow and re leased  t o  t he  blood vesse l s .  Those c e l l s  
that a r e  produced a r e  defec t ive  i n  t h a t  they do not 
su rv ive  i n  t he  blood f o r  more than  one-third t o  one-half 
o f  the  normal s a n  of red  c e l l s ,  which should be about . 
90 t o  120 days. 5 
Sometines t h e r e  a r e  complications which develop i n  
c e r t a i n  ind iv idua l s  which f u r t h e r  reduce the  r a t e  of blood 
c e l l s .  The g r e a t l y  enlarged spleen  may be the cause of this 
a d d i t i o n a l  hindrance. A s  a r e s u l t  of the  chronic s t a t e  of 
anemia, the  ch i l d r en  with t h i s  d isease  a r e  g r e a t l y  handi- 
L ~ ~ a x w e l l  14. Wintrobe, C l i n i c a l  
e d i t i o n ;  Phi ladelphia:  Lea and 
2 ~ i e r b e r t  C . Lichtman, "Cooleyl s Anemiatt (New York, 
1963),  p. 2 .  (Gimeographed. ) 
capped. Bone growth i s  poor, the re fo re ,  they a r e  usua l ly  
small f o r  t h e i r  age, 
Because of abnormaBies of t h e  bone marrow, t he r e  a r e  
a l t e r a t i o n s  of the s k u l l  and o the r  bones s o  t h a t  a 
c h a r a c t e r i s t i c  f a c i a l  expression i s  found which g ives  
many of t he se  ch i ld ren  t he  appearance of being r e -  
l a t e d .  
The bones a r e  qu i t e  f r a g i l e  and f r a c t u r e s  a r e  qu i t e  
common. The anemia causes easy f a t i g a b i l i t y  and a l a c k  of 
pep and energy. There i s  no p a r t i c u l a r  increase  i n  suscep t i -  
b i l i t y  t o  i n f ec t i ons .  No type of therapy has been found t o  
be success fu l  i n  t h i s  disease.  
A t  t h e  present  the o n l y  e f f e c t i v e  t reatment  i s  the 
proper  admin i s t ra t ion  of blood t r ans fus ions  t o  a l l e v i a t e  the 
cons t an t l y  recurr ing  anemia. Fowler s t a t e d :  
Spleenectomy has been t r i e d  but  i s  not followed by 
any l a s t i  improvement. It r e s u l t e d  i n  a r a p i d  and Y prolonged ncrease i n  the  number f neucleated 
e ry th rocy tes  i n  t he  blood stream. 2 
There i s  qu i t e  a range i n  the  degree of s eve r i t y  of 
t h e  d i sease  from those who requ i re  blood t r ans fus ions  a s  
o f t en  a s  once a  week t o  those who r a r e l y  need t ransfus ions .  
Some ch i ld ren  d ie  within a few years  and o the r s  a r e  known 
t o  be a l i v e  i n  t h e i r  twenties ,  
There i s  no known cure.  I n  some cases  doses of f o l i c  
2 ~ i l l i s  I*:. Fowler, Hematology (second ed i t i on ;  New 
York: Medical Eook Department of Xarper & Brothers,  l949) ,  
pp. 215-216, 
8 
a c i d  have helped t o  space t h e  t r ans fus ions  f u r t h e r  apa r t .  
Basic r esea rch  on t h e  problems of blood formation and de- 
s t r u c t i o n  o f f e r s  the  only hope ava i l ab le  t o  these  chi ldren.  
IV. PROCEDURE 
A review was made of pamphlets and a r t i c l e s  secured 
from the  Cooleyts  Anemia Blood and Research Foundation f o r  
Children, Incorporated, Medical Journals ,  pe r i od i ca l s  and 
o the r  l i t e r a t u r e  were read. Interviews were he ld  with a 
doctor  and t eachers  who have had con tac t  with ch i ld ren  with 
Cooley's anemia. A quest ionnaire  was prepared, va l i da t ed  
by p r e sen t a t i on  t o  a  physician, and d i s t r i b u t e d  t o  t h e  
pa ren t s  of these  a f f l i c t e d  ch i ld ren .  Another ques t ionnai re  
was formulated, va l ida ted  by p resen ta t ion  t o  the same 
physician as was the  f irst  quest ionnaire ,  and d i s t r i b u t e d  
t o  educators  working with these  chi ldren .  Two case s t ud i e s ,  
obtained from parents  of ch i ld ren  who a r e  l i v i n g  i n  Des Woines, 
Iowa, were reported.  The a n a l y s i s  from the  da ta  was made 
from an educat ional  s tandpoint  r a t h e r  than from a medical 
viewpoint. The summary and recommendations were made on 
the ba s i s  of  the da t a  gathered and compiled. 
CHAPTER I1 
REVIEW OF THE LITERATURE 
Since  Cooleyts  anemia i s  a r a r e  type of  blood d i s -  
o rde r ,  i n fo rma t ion  on the  s u b j e c t  i s  not p reva len t .  The 
b e s t  and most r e c e n t  m a t e r i a l  a v a i l a b l e  came from t h e  Coo ley f s  
Anemia Blood and Research Foundation f o r  Chi ldren ,  Incorporated.  
It was e s t a b l i s h e d  June 10,  1954 i n  Brooklyn, New York by 
Frank F i c a r r a  and a  small group of people who shared t h e  
many common problems which conf ron t  persons having Coolegfa  
anemia. R e a l i z i n g  t h e  importance of he lp ing  t h e s e  c h i l d r e n  
t o  l i v e  a s  normal as p o s s i b l e  t h e  Foundation s e t  up t h e  
fo l lowing  purposes.  
To promote t h e  cu re  and a l l e v i a t i o n  of t h e  con- 
d i t i o n  of c h i l d r e n  s u f f e r i n g  f rom Cooley ls  anemia 
and a l l i e d  d i s e a s e s .  
Research on the  causes  and cu re  of such blood 
d i s e a s e s .  
The t r a i n i n g  of competent personnel  t o  a i d  i n  t h e  
cu re ,  c a r e ,  educat ion,  adjustment  and r e h a b i l i t a -  
t i o n  of c h i l d r e n  s u f f e r i n g  from such d i s e a s e s .  
The t r a i n i n g ,  voca t iona l  guidance and occupat ion  
placement of c h i l d r e n  s u f f e r i n g  from such  d i s e a s e s .  
Adjustment t o  normal l i v i n g  of c h i l d r e n  s u f f e r i n g  
from such  d i seases .  
The d issemina t ion  of in format ion  wi th  r e s p e c t  t o  
such d i s e a s e s  and t h e  programs f o r  t h e  b e n e f i t  
of c h i l d r e n  s u f f e r i n g  from such d i s e a s e s .  
A s  a non-prof i t  tax-exempt c o r p o r a t i o n  t o  r e c e i v e  
by g i f t ,  dev i se ,  bequest ,  e t c .  money o r  o t h e r  
p r ~ p e r t y , ~ e t c .  f o r  promotion of t h e  foregoing  
purposes.  
' ~ i l l k  H. Polages,  M. D. and o t h e r s ,  "Replica of  
S c i e n t i f i c  E x h i b i t  on Cooley ls  Anenia" (;Jew York: Sponsored 
by Coole y l  s Anemia Blood and Research Foundation f o r  
Ch i ld ren ,  I n c  . , September 9-15, 1962) ,  p. 1. (Kirneographed. ) 
One of t h e  l a t e s t  methods employed t o  inform the 
pub l i c  about  Cooleyta  anemia i s  a f i l m  e n t i t l e d  "Blood is  
fJIy L i f e a n  It i s  a v a i l a b l e  from t h e  Foundation t o  any group 
o r  o r g a n i z a t i o n  on a l end ing  l i b r a r y  b a s i s .  T h i s  f i l m  shows 
a c t u a l  c h i l d r e n  with t h e  d i s o r d e r  and t e l l s  how t h e i r  l i v e s  
a r e  made a s  n e a r l y  normal a s  poss ib l e .  It e x p l a i n s  , t h a t  
some c h i l d r e n  a r e  a b l e  t o  a t t e n d  school ,  some have s p e c i a l  
t u t o r s ,  and some a t t e n d  s p e c i a l  c l a s s e s .  Lee and Lee s t a t e d :  
One of t h e  g r e a t e s t  c o n t r i b u t i o n s  t h e  school  can  
make t o  a c h i l d  i s  t o  promote h i s  p r e s e n t  h e a l t h  and 
send him o u t  w i th  proper  h a b i t s  and a t t i t u d e s  f o r  pro- 
t e c t i n g  and maintaining t h a t  h e a l t h  f o r  t h e  r e s t  of 
h i s  l i f e . 1  
The f i l m  a l s o  d e p i c t s  t h e  many hours p a r e n t s  spend 
i n  t h e  h o s p i t a l  a t  each  t ime of t r a n s f u s i o n .  F o s t e r  r e -  
por ted :  
S ince  the  c h i l d ' s  a t t i t u d e  toward h i s  handicap w i l l  
be based on t h e  example of those he s e e s  about  him, 
t h e  Importance of knowing as much a s  p o s s i b l e  about 
t h e  f e e l i n g s  of t h e  p a r e n t s  should  not be o ~ e r l o o k e d . ~  
The modern school  a t t empt s  t o  educate  t h e  whole c h i l d  
and a l l  i n f o m t i o n  regard ing  each i n d i v i d u a l  i s  important  
t o  bo th  p a r e n t s  and t e a c h e r s .  Lee and Lee s a i d :  
The school  has two major r e s p o n s i b i l i t i e s .  F i r s t  
and most important  i s  t h e  school  s i t u a t i o n  i t s e l f  be- 
cause  of i t s  widespread in f luence .  It must be s o  s e t  up 
IJ. Kurrag Lee, and Dor r i s  Xay Lee, The Chi ld  and H i s  
Curriculum (New York: ~ ~ ~ l e t o n - ~ e n t  u r y - ~ r o G , I n c . , m c  
2Andrew A .  F o s t e r  and  Others ,  Curren ts  - i n Publ ic  
Heal th ,  I11 (March 19631, P .  1. 
a s  t o  a d m i n i s t r a t i o n ,  curr iculum,  s taff ,  and home and 
school  r e l a t i o n s h i p s ,  tha t  It w i l l  f u r t h e r  good a d j u s t -  
ment and d e s i r a b l e  p e r s o n a l i t y  habits and a t t i t u d e s .  
The second r e s p o n s i b i l i t y  i s  t o  s t u d y  s y s t e m a t i c a l l y  a l l  
p u p i l s  s o  t h a t  t hose  who a r e  s u f f i c i e n t l y  malad jus ted  
t o  need s p e c i a l  a t t e n t i o n  may be found.1 
To h e l p  the school  l e a r n  t h e  s p e c i a l  needs of t h e  
i n d i v i d u a l  c h i l d ,  Tenny suggested: 
S h o r t l y  a f t e r  t h e  c h i l d  e n t e r s  school  a n  i n t e r v i e w  
t a k e s  p l ace  between t h e  pa ren t  and t h e  t e a c h e r  . . . . 
Through t h i s  c o n t a c t  the  t e a c h e r  l e a r n s  and r e c o r d s  
s i g n i f i c a n t  f a c t s  about  t h e  c h i l d ' s  home background and 
f ami ly  r e l a t i o n s h i p s  , his  developmental h i s t o r y ,  h i s  pre-  
s choo l  i n t e r e s t s  and exper iences ,  t h e  problems t h a t  be 
has  p re sen ted  a t  home, and what his p a r e n t s  hope he may 
g a i n  from h i s  school  exper iences  .2 
This i n t e rv i ew would be most h e l p f u l  t o  bo th  p a r e n t s  
and t e a c h e r s  so t h a t  from the beginning a mutual unders tanding 
between t h e  home and soh001 i s  developed and proper  placement 
can  be determined before  the c h i l d  e n t e r s  school .  
Lee and Lee asserted: 
School can be t h e  moat f a s c i n a t i n g  t h i n g  i n  the  
c h i l d ' s  l i f e . 3  
This  i n i t i a l  i n t e rv i ew can make a g r e a t  d e a l  of d i f f e r -  
ence a s  t o  whether t h e  c h i l d  w i l l  l i k e  school  and whether o r  
not  he w i l l  meet success  i n  t h e  classroom. Zyve and XacDonald 
s t a t e d :  
l ~ e e  and Lee, =. e., p. 89. 
' ~ o h n  W. Tenny, "Caring f o r  P h y s i c a l l y  Handicapped 
Pup i l s  i n  Regular and S p e c i a l  C l a s ~ e s , ' ~  Nat iona l  Elementary 
P r i n c i p a l ,  XIX,  NO. 6 ( Ju ly ,  19401, 483. 
3 ~ e e  and Lee, %. G., p. 3. 
Adequacy i n  meeting l i f e  i s  a f f e c t e d  by t h e  c o m u n i t y .  
It means that  t e a c h e r s ,  pa ren t s ,  and c h i l d r e n  unders tand 
each o t h e r ' s  viewpoints on s o c i a l  and e d u c a t i o n a l  problems. 
Sympathe t ica l ly ,  t hough t fu l ly ,  coope ra t ive ly ,  t hey  work 
t o g e t h e r  t o  t h e  end t h a t  t h e r e  shal l  be no d i s i n t e -  
g r a t i n g  b reach  between t h e  school  and t h e  c o w ~ n i t ~ . ~  
I n  many c a s e s  t h e  c h i l d  with Cooley's  anemia has low 
v i t a l i t y  only,  t he re fo re ,  Kirk s t a t e d :  
Ch i ld ren  so  a f f e c t e d  do not have more l e a r n i n g  d i s -  
a b i l i t i e s  t h a n  normal, nor do t h e y  r e q u i r e  d i f f e r e n t  
cur r icu lums o r  s p e c i a l  methods of i n s t r u c t i o n  s i n c e  
they  l e a r n  l i k e  o t h e r  c h i l d r e n .  Organiza t ion  o f  schools  
and c l a s s e s  f o r  them is  p r i m a r i l y  t o  f a c i l i t a t e  h e a l t h  
and t o  adap t  i n s t r u c t i o n  t o  reduced s t r e n g t h ,  energy, 
o r  mot iva t ion  and t o  p e r s o n a l i t y  f a c t o r s .  The l a r g e  
m a j o r i t  of such c h i l d r e n  can  be e n r o l l e d  i n  t h e  r e g u l a r  
g rades  . 3 
It is the i n v e s t i g a t o r ' s  hope tha t  t h i s  r e p o r t  may 
be, i n  some small way, a br idge  between t h e  home and school ;  
t h a t  through t h e  school ,  t h e  c h i l d  w i t h  Coo ley t s  anemia may 
pass  from chi ldhood i n t o  a u s e f u l  and happy c i t i z e n  of 
tomorrow. 
Hence, a s  a r e s u l t  of t h i s  review of l i t e r a t u r e ,  t h e  
i n v e s t i g a t o r  has inc luded  ques t ions  r ega rd ing  hours spent  i n  
t h e  h o s p i t a l  a t  t h e  t ime of t r a n s f u s i o n s ,  pre-school confer -  
ences,  c h i l d r e n ' s  and P a r e n t ' s  a t t i t u d e s  toward t h i s  problem, 
' ~ l a i r e  T. Zyve and Carolyn 
School (New York: Round Table P res s ,  Inc.,  
2~arnue l  A .  Kirk,  Educatinp, Zxce t i o n a l  Chi ldren  
(Boston: Houghton ivLiffl in Co., 19  Z 7 - T -  2 , p. 2 1. 
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and t h e  k inds  of schools p h y s i c a l l y  handicapped c h i l d r e n  
a t t e n d .  This review served as a basis f o r  t h e  ques t ionna i re s  
that were formulated and s e n t  t o  pa ren t s  and educators  who 
are living and working with t h e s e  ch i ldren .  
CHAPTER I11 
CASE STUDIES 
The two case  s t u d i e s  r e p o r t e d  here  a r e  t h e  on ly  two 
found i n  Des Moines, Iowa. They a r e  b r o t h e r  and s i s t e r  and 
e x t e n s i v e  r e c o r d s  have been kept because of t h e i r  r a r e  con- 
d i t i o n s .  The informat ion  r e p o r t e d  was g iven  i n  a n  in t e rv i ew 
with t h e  c h i l d r e n ' s  pa ren t s ,  M r .  and M r s .  >lathew Carmosino 
of Des Moinee, Iowa. These case  s t u d i e s ,  a s  wel l  a s  t h e  
review of l i t e ~ a t u r e ,  se rved  as a b a s i s  f o r  t h e  i n v e s t i g a -  
t o r ' s  ques t ionna i r e .  
Michael was born i n  1955. H i s  b i r t h  was normal as  
was h i s  first f o u r t e e n  months of l i f e .  H i s  s i s t e r  was born 
i n  1956. She was jaundiced a t  b i r t h  b u t  appeared t o  be 
normal a  week l a t e r .  She spen t  much t ime c ry ing  and a l l  t h e  
f ami ly  had many s l e e p l e s s  n igh t s .  A t  t h e  end of t h r e e  months 
she  was taken  t o  a s p e c i a l i s t .  Many t e s t s  were taken  and 
he r  c o n d i t i o n  was diagnosed as Coo ley f s  anemia. 
A f t e r  examining h i s  sister ,  Michael was examined and 
was found t o  have t h e  same blood condi t ion .  Samples of blood 
from b o t h  p a r e n t s  were taken  s o  as t o  determine t h e  s e v e r i t y  
of t h e  cond i t ion .  The t e s t s  showed t h a t  both pa ren t s  had 
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t h i s  same t r a i t ,  t he reby  making t h e  c o n d i t i o n  i n  t h e  c h i l d r e n  
t h e  major t y p e  of Cooleyf s anemia o r  Thalassemia major. The 
o n l y  i n k l i n g  tha t  anyth ing  m i g h t  be wrong with Michael was 
t h a t  dur ing  his f irst  win te r  he had in f luenza ;  a f t e r  t h i s  
i l l n e s s  he d i d  n o t  seem t o  r e g a i n  h i s  hea l th .  A t  that  t i m e  
he did become a l i t t l e  anemic which seemed normal under t h e  
c i rcumstances .  
H i s  f i r s t  transfusion was g iven  October 2, 1956, and 
up  t o  t h e  t ime  of t h i s  s t u d y  has r ece ived  f i f t y - f i v e  t r a n s -  
f u s i o n s .  He had a spleenectorny a t  t h e  age of two years ,  
t h r e e  months. 
A s  Mike grew o lde r ,  the day t o  begin  school  was now 
approaching.  Michael ' s  p a r e n t s  were f aced  with t h e  problem 
of which school  t o  send h i m  t o .  They had t h r e e  a l t e r n a t i v e s - -  
a pub l i c  school  near  them, a school  f o r  the p h y s i c a l l y  handi- 
capped which was a c r o s s  town, o r  a  p a r o c h i a l  school  i n  t h e i r  
neighborhood. They d i scussed  this s i t u a t i o n  f i r s t  with t h e  
d o c t o r  who seemed t o  f e e l  t h a t  probably t h e  school  f o r  t h e  
handicapped would be b e s t  f o r  him. B u s  t r a n s p o r t a t i o n  t o  
t h i s  echo01 would be provided by t h e  school .  The next  s t e p  
was t o  c o n t a c t  t h e  pub l i c  school  which was on ly  a  ha l f -b lock  
away. An in t e rv i ew was h e l d  among bo th  pa ren t s ,  t h e  p r in -  
c i p a l  and t h e  school  nurse.  An unders tanding was reached 
whereby t h e  pa ren t s  would l e t  the  school  know any v i t a l  h e a l t h  
in format ion  and t h e  school  would n o t i f y  the paren t s  if any 
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not iceable  f a t i g u e  was shown. They decided, a l so ,  a s  the 
time approached when another t r ans fus ion  was required,  and 
i f  EJlichael seemed e s p e c i a l l y  fa t igued  the mother would be 
n o t i f i e d  and he would be permitted t o  leave ea r ly .  A f t e r  
t h i s  interview, t h e  parents  f e l t  it was worth a t r y  t o  send 
t h e i r  c h i l d  t o  t h i s  r egu la r  public school which was so c lo se  
by and where t h e r e  was such a n  understanding between the 
home and the  school. 
This arrangement worked very well the f i r s t  year of 
school--which was Kindergarten. He a t tended school only half 
days anyway, but there  were a few ins tances  when he d id  come 
home ear ly .  
F i r s t  grade presented a new challenge to  both the  
parents  and the  school,  The same arrangements were made 
although now he had another teacher.  The f i r s t  grade teacher  
agreed t o  do a s  the  kindergarten teacher  had done. 
Af t e r  a few months, Michael 's  parents  and teacher  
not iced h i s  enthusiasm f o r  reading had increased while t h a t  
o f  a r i thmet ic  had decreased. Af te r  d iscuss ing  t h i s  with h i s  
teacher ,  i t  was noted t h a t  a r i thmet ic  came around 11:33 a.m. 
Michael seemed hungry. Because the school had a c a f e t e r i a ,  
milk was r ead i l y  ava i l ab le ,  so a s  h i s  classmates went out f o r  
r ecess  a t  10:45, ?.iichael went t o  the  c a f e t e r i a  f o r  a m i l k  
break. I n  t h i s  way he was n o t  using up energy playing out- 
s ide ,  and wae able  t o  increase  his energy b y  having t h i s  
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milk. Needlesa t o  say, h i s  i n t e r e s t  i n  ar i thmet ic  improved 
considerably.  
Michael had f requen t  co lds  and missed s i x t y  days of 
school  in f i r s t  grade. His most ser ious  i l l n e s s  was the  
measles which s e n t  him to  the hosp i t a l  f o r  a two week s t ay .  
He was ab l e  t o  keep up i n  h i s  work due t o  t he  e f f o r t s  of 
h i s  mother who received i n s t ruc t i ons  from h i s  teacher .  The 
mother was ab l e  t o  g e t  some help  from h i s  aunt  who taught 
first and second grades. 
There were severa l  days i n  which Michael had t o  come 
home e a r l y ,  and those days he f e l l  a s l eep  soon a f t e r  h i s  
r e t u r n  home. Some c h a r a c t e r i s t i c s  h i s  teacher  not iced &en 
h i s  blood count was low were t he  chewing of h i s  penci l ,  t he  
sucking of h i s  thumb, and  the  tw i r l i ng  of  h i s  ha i r .  These 
were s igns  she looked f o r  t o  know t h a t  his energy output 
was a t  a minimum and t h a t  he was due f o r  a  t r ans fus ion  soon. 
The year i n  second grade was much the same a s  the  
f i r s t  year because he had the same teacher .  She provided 
t h e  milk break a s  i n  f i r s t  grade and watched f o r  the same 
s igns  a s  i n  the  previous year. 
A t  t h e  time of t h i s  study, Miohael is i n  t h i r d  grade. 
He s t i l l  has a milk break, and s t i l l  has t h e  arrangement 
with h i s  new teacher ,  t o  come home e a r l y  Ff fa t igued.   is 
f a v o r i t e  sub jec t  is  reading,  and h i s  l e a s t  l i k e d  one i s  
a r i  thrnetic . 
The parents  have f e l t  the school has been most 
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generous i n  provid ing  f o r  t h e  i n d i v i d u a l  d i f f e r e n c e  t h i s  
c h i l d  has, The p r i n c i p a l ,  nurse, and t e a c h e r s  have he lped  
Michael t o  have a fuller and r i c h e r  school  l i f e  by making 
h i s  days t h e r e  p l e a s a n t  and p r o f i t a b l e .  
11. CAMILLE 
Camille i s  Michae l ' s  s i s t e r ,  and it was through h e r  
t h a t  Michae l f8  c o n d i t i o n  was discovered.  Her jaundice a t  
b i r t h ,  and h e r  cons t an t  c r y i n g  l e d  t h e  p a r e n t s  t o  b e l i e v e  
tha t  something was not r i g h t .  A f t e r  ex t ens ive  t e s t s  Camille 
was diagnosed a s  having Cooleg 's  anemia o r  Thalassernia major. 
Camil le  was normal i n  every  o t h e r  way except ing  f o r  
t h e  f a c t  that ehe did not walk very soon. Her stomach kept  
i n c r e a s i n g  i n  s i z e  thereby  tkrowing he r  o f f  balance.  Her 
doc to r  consu l t ed  with  o t h e r  medical doc to r s  a n d  a surgeon 
who sugges ted  t h a t  a spleenectomy might make h e r  more com- 
f o r t a b l e .  It was s t r e s s e d  over  and over t o  t h e  pa ren t s  t h a t  
t h i s  would not  cu re  Carn i l le t s  cond i t ion ,  bu t  would g ive  he r  
r e l i e f .  Surgery  was performed when she was twenty months 
o ld .  U p  t o  t h a t  t ime she  had not been a b l e  t o  ualk ,  Upon 
r e t u r n i n g  home she soon began pushing he r  buggy around and 
implor ing people t o  walk with her. S h o r t l y  t h e r e a f t e r ,  she 
began walking on he r  own. She s t i l l  r equ i r ed  t r a n s f u s i o n s ,  
b u t  t he  removal of t h e  sp l een  d i d  space t h e n  f a r t h e r  a p a r t  
f o r  a year  o r  two. 
As Camille reached h e r  f i f t h  b i r t h d a y  (much t o  t h e  
s u r p r i s e  of everyone) t h e  school  problem had t o  be faced.  
Pa ren t s  had ano the r  pre-school in te rv iew.  It was with a 
g r a t e f u l  h e a r t  tha t  they  were a b l e  t o  ask the school  a g a i n  t o  
make p r o v i s i o n  f o r  t h i s  c h i l d ,  too.  
Camil le  I s  way had been paved by Michael ' s  e a r l i e r  
journey, so  b o t h  she  and her  pa ren t s  and t e a c h e r s  knew what 
t o  expect .  The same milk  break was provided f o r  Camille so 
t h e y  had i t  toge the r .  Up t o  t h i s  time, she has had f o r t y -  
e i g h t  t r a n s f u s i o n s .  
Paren ta  i n  t he  immediate co rnun i ty  a r e  aware of t h e  
c h i l d r e n 1  s c o n d i t i o n  and have d i scussed  i t  with t h e i r  ch i ldren .  
This  has  made f o r  g r e a t e r  unders tanding on t h e  part of b o t h  
c h i l d r e n  and a d u l t s  t o  he lp  those  who need help ,  and by be ing  
k ind  t o  a l l  people.  Theref o re ,  although almost everyone 
knows about  t h e i r  condi t ion ,  no one t r i e s  t o  make a b i g  
i ssue  of it. 
Camille is now i n  second grade. She had a s e r i o u s  
c a s e  of  s t r e p  t h r o a t  and b ladder  i n f e c t i o n  i n  first grade 
which caused her to m i s s  t h i r t y - s i x  days of school ,  Her 
mother d i d  cons iderab le  home t u t o r i n g  with h e r ,  he lp ing  he r  
t o  keep up with  t h e  c l a s s  s o  she would no t  l o s e  i n t e r e s t  upon 
h e r  r e t u r n  t o  school*  
Cami l l e ' s  f a v o r i t e  s u b j e c t  i s  a r i t h m e t i c  whereas 
r ead ing  i s  her  l e a s t  l i k e d  s u b j e c t .  Her pa ren t s  f e e l  t h a t  
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because of the understanding by all school a u t h o r i t i e s  
concerning Michae l ' s  entrance and progress, Camille's day6 
a t  school  have made her  an  almost normal and happy g i r l .  
CHAPTER IV 
ANALYSIS OF DATA 
To determine how people i n  t h e  United S t a t e s  were 
educat ing t h e i r  ch i ld ren  with Cooleyls anemia, the i nves t i ga to r  
contac ted  t h e  Cooleyl s Anemia Blood and Research Foundation 
f o r  Children,  Incorporated. A list of members was obtained 
and a ques t ionnai re  was devised, va l ida ted  by p resen ta t ion  
t o  a physician,  and s e n t  t o  parents  having these  a f f l i c t e d  
ch i ld ren .  It was o r i g i n a l l y  thought t h a t  only  the quest ion-  
na i r e s  from the  mid-west would be considered and analyzed, 
bu t  due t o  t h e  f a c t  t h a t  t he r e  was only a t h i r t y - f i v e  pe r  
cen t  r e t u r n ,  it was decided that ques t ionnai res  from a l l  
par ta  of the  United S t a t e s  would be analyzed and included i n  
the  data .  Chapter I V  w i l l  conta in  a  r epo r t  on those data .  
The main purpose of the  ques t ionnai re  was t o  see  
what d i f f e r e n t  kinds of schools theae ch i l d r en  were a t tend-  
ing  and how their indiv idual  d i f fe rences  were being met by 
the  school. 
Since many of these chi ldren  meet death a t  an early 
age, the  f i r s t  information sought uas the age o f  t he  c h i l d  
a t  the  time of t he  study. 
The repor ted  ages were: 
To ta l  
Per Cent 
--
3 04 
3 *4 
6.9 
6.9 
6.9 
10.3 
6.9 
24 2 
6.9 
3 04 
3 -4 
669 
3.4 
3 *4 
3 *4 
100.0 
Number 
The mean age of the group was eleven years and t h r ee  
months, and a median age of e leven years and e igh t  months. 
A t  the time of  this study the grade placement was: 
Grade 
1 
2 
P e r  Cent 
--
10.3 
6.9 
College 3 a 4  
Class f o r  Mentally 
Retarded 3 *4 
No r e p l y  
T o t a l  
Number 
3 
2 
The median schoo l  grade placement was seventh grade. 
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The age a t  which the c h i l d  was diagnosed as having 
Cooley's anemia was as follows: 
A&!? 
A t  b i r t h  
2 months 
3 months 
6 months 
8 months 
9 months 
11 months 
1 year  
15 months 
16 months 
2 years 
3 y e a r s  
8 y e a r s  
No r e p l y  
Tota l  
P e r  Cent 
--
3.4 
Number 
1 
The median age a t  which t he  i l l n e s s  was diagnosed 
was eleven months. 
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The problem of  where t o  educate  c h i l d r e n  wi th  t h i s  
type  of anemia i s  one of t h e  f i rs t  and most important  ques- 
t i o n s  p a r e n t s  have t o  f ace .  With t h i s  thought i n  mind, the  
next  i n f o r m t i o n  analyzed was concerning school  enrol lment .  
Sixty-two and one- tenth p e r  cen t  of t h e  pa ren t s  t a l k e d  
t o  school  a u t h o r i t i e s  before  e n t e r i n g  t h e i r  c h i l d r e n  i n  
school .  Thi r ty- four  and f i v e  t e n t h s  p e r  c e n t  d i d  not have a  
conference and 3.4 pe r  c e n t  gave no r e p l y .  
T h i r t e e n  and e i g h t  t e n t h s  p e r  c e n t  cons idered  p l a c i n g  
t h e  c h i l d  i n  a  school  f o r  t h e  p h y s i c a l l y  handicapped whereas 
79.3 p e r  c e n t  d i d  not.  S i x  and n ine  t e n t h s  p e r  c e n t  d i d  n o t  
r e p l y .  
There were 10.3 pe r  c e n t  e n r o l l e d  i n  a  school  f o r  
t h e  p h y s i c a l l y  handicapped and 13.8 per  c e n t  who were no t .  
Seventy-two and fou r - t en ths  d id  not  reply t o  this ques t ion .  
There were 10.3 pe r  c e n t  e n r o l l e d  i n  a  school  f o r  t h e  
p h y s i c a l l y  handicapped and 13.8 p e r  c e n t  who were not .  
Seventy-two and fou r - t en ths  d i d  not r e p l y  t o  t h i s  quest ion.  
Seventy-nine and t h r e e  t e n t h s  pe r  c e n t  of t h e  c h i l d r e n  
were r e p o r t e d  e n r o l l e d  i n  a r e g u l a r  school  and 20.7 pe r  c e n t  
d i d  not  r e p l y  t o  t h i s  ques t ion .  
S ix  and nine t e n t h s  p e r  c e n t  of t h e  c h i l d r e n  were 
be ing  t u t o r e d  a t  home by a bedside t eache r  provided by t h e  
school  whereas 82.8 were not ,  and 10.3  per  c e n t  of t h e  
respondents  d i d  no t  answer t h i s  ques t ion .  
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Ninety- three  and one t e n t h  p e r  c e n t  of t h e  c h i l d r e n  
were not be ing  t u t o r e d  by a p r i v a t e  t eache r ,  f inanced  by t h e i r  
own f a m i l i e s .  There were no c h i l d r e n  who were r e c e i v i n g  t h i s  
k ind  of t u t o r i n g .  Six and nine t e n t h s  p e r  cen t  gave no r e p l y .  
The p a r e n t s  of 89.7 p e r  cen t  of t hose  r e p o r t i n g  f e l t  
t h a t  t h e i r  c h i l d r e n  were accepted  by t h e  school ;  10.3 p e r  
c e n t  did not  f i l l  o u t  this s e c t i o n .  
F i f t y - e i g h t  and s i x  t e n t h s  pe r  c e n t  of t h e  c h i l d r e n  
d i d  go h a l f  days dur ing t h e i r  k inde rga r t en  year  whereas 17.2 
p e r  c e n t  d i d  not and 24.1 pe r  c e n t  gave no informat ion  on 
this point .  S ix ty - f ive  and f i v e  t e n t h s  p e r  c e n t  of t h e  
c h i l d r e n  were a b l e  t o  a t t e n d  school  a l l  day i n  f irst  grade,  
b u t  13.8 p e r  cen t  were not  and 20.7 p e r  c e n t  d i d  not respond 
t o  t h i s  query. 
Thir ty-seven and n ine  t e n t h s  pe r  c e n t  of t h e  c h i l d r e n  
s t a y e d  home half days s h o r t l y  before  a t r a n s f u s i o n  whereas 
48.3 d i d  no t  f i n d  it necessary.  Th i r t een  and seven t e n t h s  
d id  not  g ive  any informat ion on t h i s  s u b j e c t ,  
Of t h e  p a r e n t s  r e p o r t i n g ,  24.1 pe r  cen t  were a b l e  t o  
a r r ange  t h e  t r a n s f u s i o n s  on Sa turdays  so a s  n o t  t o  miss any 
more school  than  i s  necessary and 51.7 pe r  cen t  were not 
a b l e  t o  make t h i s  arrangement. Twenty-four and one t e n t h  
p e r  c e n t  d i d  not g ive  a r ep ly .  
The school  nurses  make s p e c i a l  except ions  f o r  27.6 
p e r  c e n t  of t h e s e  c h i l d r e n ;  no except ions  were made f o r  
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58.6 p e r  cen t .  There was no response from 6.9 p e r  c e n t  of 
t h o s e  r e p o r t i n g ,  
A milk  break  was provided f o r  37.9 per  cen t  of the 
c h i l d r e n ,  and a  b r e a k  was not provided f o r  51.7 of them. Ten 
and t h r e e  t e n t h s  d i d  not  g ive  a r ep ly .  
One of t h e  main concerns of pa ren t s  i s  how a c t i v e l y  
t h e i r  c h i l d r e n  should p a r t i c i p a t e  i n  s p o r t s .  Pa ren t s  r e -  
po r t ed  s p o r t s  p a r t i c i p a t i o n  i n  this manner: 
S p o r t s  P a r t i c i p a t i o n  
A l l  s p o r t s  
No s p o r t s  
Most s p o r t s  
No s t renuous  s p o r t s  
Ch i ld  avoided b a s e b a l l  
C h i l d  avoided i c e  s k a t i n g  
Ch i ld  avoided cl imbing b a r s  
Child avoided tumbling 
Chi ld  avoided f o o t b a l l  
Chi ld  avoided b lc  yc le  r i d i n g  
Ch i ld  avoided running games 
Per Cent 
--
31.0 
6 09 
3 .4 
3 04 
6.9 
3 01: 
3.4 
3.4 
13.8 
6.9 
17 05 
T o t a l  
Number 
9 
The i n v e s t i g a t o r  found t h a t  according t o  pa ren t s ,  75.9 
p e r  c e n t  of t h e  c h i l d r e n  l i k e d  school  whereas 19.3 pe r  cen t  
d id  not, and 13.8 pe r  c e n t  gave no reply. 
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There were 27.6 per  c e n t  of t h e  c h i l d r e n  who had t o  
r e p e a t  a grade  and 58.6 pe r  c e n t  who d i d  not ,  whereas 13.8 
p e r  c e n t  were unreported.  O f  t h e  pa ren t s  r epor t ing ,  17.2 
per  c e n t  f e l t  tha t  t h e  r e t e n t i o n  was due t o  excess ive  ab- 
sences ,  b u t  2'7.6 per  cen t  did not, and 55.2 p e r  c e n t  d i d  not  
g i v e  any  informat ion  on this s u b j e c t .  
To a s c e r t a i n  t h e  k inds  of schools  t h e  c h i l d r e n  were 
a t t e n d i n g ,  the  fo l lowing  i n f o r m t i o n  was obtained:  
Kinds Schools  - Per  Cent- Number 
Regular Schools 82.8 24 
P h y s i c a l l y  Handicapped Schools 6.9 2 
No r e p l y  10.3 3 
- - 
Total 100 0  29 
Emergency measures i n  t h e  schools  were r e p o r t e d  i n  
t h i s  manner: 
Emergency - Set TJ Per Cent 
--
iJumb e r  
Ambulance Se rv ic  e  6*9 2 
Emergeno y t r a n s f u s i o n s  0.0 0 
No ambulance s e r v i c e  82.8 24 
No response  
T o t a l  
There was a doc tor  on duty in 13.8 per  cen t  of t h e  
schools  r e p o r t e d ,  b u t  t h e r e  were none on du ty  a t  65.5 of the 
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schools .  Twenty and seven t e n t h s  p e r  c e n t  d i d  not  r e p o r t  
on t h i s  s u b j e c t .  
There was a nurse on d u t y  i n  55.2 pe r  c e n t  of t h e  
schoo l s  while 17.2 p e r  c e n t  of t he  schools  d i d  no t  have one, 
and 20.7 p e r  c e n t  did not r ep ly .  I n  tb event  t h a t  a nurse  
was not a t  school ,  24.1 per  cen t  of t he  schools  d i d  have a 
t e a c h e r  r e s p o n s i b l e  f o r  emergency cases .  O f  t he  schools  r e -  
po r t ing ,  20.6 p e r  cen t  s t a t e d  t h e y  d id  not  have any one 
r e s p o n s i b l e  and 55.2 and 2.10 per  c e n t  d i d  n o t  g i v e  a rep ly .  
B e d  r e s t  was provided a t  20.7 pe r  cen t  of t h e  schools ,  
bu t  69 p e r  cent d i d  not  provide bed r e s t  and 10.3 p e r  c e n t  
did not respond t o  t h i s  informat ion.  
To o b t a i n  in format ion  concerning t h e  s p e c i f i c  and 
g e n e r a l  h e a l t h  of t h e  c h i l d r e n ,  t h i s  knowledge was obtained.  
It was of i n t e r e s t  t o  no te  t h a t  29.6 pe r  cen t  of t h e  
p a r e n t s  had o t h e r  c h i l d r e n  wi th  t h i s  type of anenia ,  whereas 
79.3 d i d  not .  There were 55.7 pe r  cen t  who had some c h i l d r e n  
without  Cooley1 s anemia, while 37.9 had on ly  c h i l d r e n  with 
Cooley ls  anemia; 19.3 pe r  c e n t  d id  not respond t o  t h i s  ques- 
t i o n .  
Cooley ls  anemia was d e t e c t e d  through another  d i s e a s e  
i n  10.3 per  c e n t  of t h e  cases ,  while 86.2 pe r  c e n t  r e p o r t e d  
i t  was not t hus  de t ec t ed ;  3.4 pe r  cen t  d id  not  r ep ly .  It was 
l e a r n e d  t h a t  t h i r t y  pe r  cen t  of t he  c h i l d r e n  had a spleen-  
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ectomy before  e n t e r i n g  school ,  while 58.6 p e r  cen t  d id  not 
and 10.3 per  c e n t  d i d  not answer. 
I n  r e p l y  as t o  how o f t e n  t h e i r  c h i l d  had t r a n s f u s i o n s ,  
p a r e n t s  r e p o r t e d  i n  t h i s  manner: 
Prequencx - of Transfus ions  Per  Cent 
--
Number 
Every month 3 04 1 
Every two months 6.9 2 
Two t o  f i v e  months 10.3 3 
Three t o  f i v e  weeks 3 04 1 
Four t o  f i v e  weeks 10.3 3 
Four t o  s i x  weeks 3 04 1 
Every six t o  e i g h t  weeks 13.8 4 
Every seven t o  e igh t  weeks 13.8 4 
Every twelve weeks 3.4 1 
Pour o r  f i v e  y e a r l y  3 04 1 
No r e p l y  27.6 8 
- 
T o t a l  100.9 29 
O f  t h e  r e p l i e s  rece ived  6.8 pe r  c e n t  o f  t h e  p a r e n t s  
said t h e i r  c h i l d r e n  sucked t h e i r  thumbs before  a t r a n s f u s i o n ,  
while 82.8 p e r  c e n t  d i d  not  and 3.b p e r  cen t  did not answer. 
P l a y  was r e s t r i c t e d  f o r  55.2 per cent of  t h e  c h i l d r e n  
before  e n t e r i n g  school ,  but  it was not  r e s t r i c t e d  f o r  37.9 
p e r  c e n t  of the  c h i l d r e n .  Six and nine tenths per cen t  d i d  
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no t  g ive  any informat ion  on th i s  s u b j e c t .  Ninety-six and  
s i x  t e n t h s  p e r  c e n t  of t h e  p a r e n t s  r e p o r t e d  that  t h e i r  
c h i l d r e n  d id  not suck t h e i r  thumbs be fo re  e n t e r i n g  school  
while 6.9 p e r  c e n t  s a i d  t h e i r  c h i l d r e n  did. 
To d i s c o v e r  f a c t s  which a r e  important  i n  making a 
school  day p l e a s a n t  and p r o f i t a b l e  f o r  ch i ld ren ,  t h e  w r i t e r  
sought t h e s e  f a c t s  from p a r e n t s  concerning t h e  c h i l d ' s  en- 
t r a n c e  i n  school:  
A x  Child Entered School -- Per  Cent Number 
Four years ,  n ine  months 3 -4 1 
Four years ,  t e n  months 3.4 1 
Five y e a r s  62.2 18 
S i x  yea r s  27.6 8 
Eleven y e a r s  3.4 1 
- - 
T o t a l  100.0 29 
I n  l i s t i n g  the  s u b j e c t s  t he  c h i l d r e n  l i k e d  bes t ,  it 
was found that  3.4 per cent l i k e d  wr i t i ng ,  h e a l t h ,  a r t ,  gym, 
r e l i g i o n ,  poe t ry ,  and s o c i a l  s t u d i e s  bes t .  Six and nine t e n t h s  
pe r  c e n t  l i k e d  h i s t o r y  b e s t ;  17.2 per  cen t  l i s t e d  sc i ence  and 
a r i t h m e t i c  a s  b e s t  l i k e d  s u b j e c t s .  S p e l l i n g  was r epor t ed  a s  
t h e  f a v o r i t e  s u b j e c t  of 10.3 per  c e n t ,  while 6.9 p e r  c e n t  
l i s t e d  r ead ing  and all s u b j e c t  a s  f a v o r i t e s ,  
The s u b j e c t s  l e a s t  l i k e d  were s o c i a l  s t u d i e s ,  reading,  
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geography, and E n g l i s h  by 6.9 per  c e n t  of t hose  r epor t ing .  
Ari thmet ic  was l e a s t  l i k e d  by 20.7 per  cen t .  C i t i zensh ip ,  
s p e l l i n g ,  h i s t o r y ,  sc ience ,  and no s u b j e c t  was mentioned by 
3.4 p e r  c e n t  on t h e  paren ts .  
Oftent imes,  c h i l d r e n  l o s e  i n t e r e s t  i n  school  i f  t h e y  
a r e  absen t  f r equen t ly .  Absence was not a s  p reva len t  a s  one 
might expec t  as shown i n  t h e s e  f i n d i n g s :  
Days C h i l d r e n  Missed Per  Cent 
--
Number 
One t o  2$ days p e r  yea r  13.8 4 
Twelve days pe r  year  
Twenty-seven days per  year  
Four teen  t o  e igh teen  days p e r  yea r  3.4 1 
Five t o  six days when ill 3 04 1 
Perfect a t tendance  
No r e p l y  g iven  
T o t a l  
To o b t a i n  a more complete p i c t u r e  of t he  school  s i t u -  
a t i o n ,  a  second ques t ionna i r e  was formulated and s e n t  t o  
educa to r s  who were working with these ch i ld ren .  Repl ies  came 
from varioue people  working with  t h e s e  c h i l d r e n  i n  the  schools  
a s  shown i n  t h e s e  r e s u l t s :  
Educators  
Teachers 
P r i n c i p a l s  
Nurses 
D i r e c t o r  of P u p i l  
Personnel  S e r v i c e s  
Coordinator  of Heal th  
S e r v i c e s  
Not i d e n t i f i e d  
T o t a l  
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Per  Cent 
--
Number 
36 *4 4 
9.1  1 
S p e c i f i c  in format ion  regard ing  s p e c i a l  p rov i s ions  
made f o r  t h i s  c h i l d  was recorded.  Eighty-one and e i g h t  
t e n t h s  p e r  c e n t  of t h e  educa to r s  r e p o r t e d  they  had a c h i l d  
a t  t h e i r  school  who had Cooley's  anemia. Eighteen and two 
t e n t h s  p e r  c e n t  r e p l i e d  they  d i d  not.  Th i r ty - s ix  and f o u r  
t e n t h s  p e r  c e n t  were working with t h i s  c h i l d  i n  t h e  c l a s s -  
room, while 45.5 pe r  cent were no t  working s p e c i f i c a l l y  wi th  
t h i s  c h i l d ,  b u t  d i d  come i n  c o n t a c t  with him a t  school .  
Zighteen and two t e n t h s  p e r  c e n t  d id  no t  r e p l y  t o  t h i s  
ques t ion ,  
O f  t h e  educa to r s  h o  r epor t ed ,  45.5 p e r  c e n t  s a i d  that 
t h e  p a r e n t s  con tac t ed  t h e  school  before  e n t e r i n g  the c h i l d  
i n  s choo l  while 27.3 p e r  cen t  did not ;  27.3 p e r  c e n t  d i d  no t  
reply t o  t h i s  query. 
Eighty-one and e i g h t  t e n t h s  per  cen t  r e p o r t e d  t h a t  t h e  
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c h i l d r e n  were accepted  by o t h e r  c h i l d r e n ,  and 18,2  p e r  c e n t  
did not  r ep ly .  
Twenty-seven and t h r e e  t e n t h s  p e r  c e n t  i n d i c a t e d  t h a t  
t h e s e  c h i l d r e n  s t a y e d  home s h o r t l y  before  a t r a n s f u s i o n ,  and 
45.5 p e r  c e n t  d i d  not,  whereas 27.3 per  c e n t  d i d  not respond. 
Seventy-two and seven t e n t h s  per  c e n t  r e p o r t e d  t h a t  nurses  
d id  not make any s p e c i a l  except ions  f o r  t h i s  c h i l d  while 27.3 
per  c e n t  d i d  no t  r ep ly .  
T h i r t y - s i x  and f o u r  t e n t h s  p e r  c e n t  r e p l i e d  t h a t  a 
mi lk  break  was provided f o r  t h i s  c h i l d  a t  mid-morning and 
36.4 per  c e n t  responded nega t ive ly .  Twenty-seven and t h r e e  
t e n t h s  per  c e n t  d i d  no t  answer this ques t ion  a t  a l l ,  
The r e p o r t s  of' t h i r t y - s i x  and f o u r  t e n t h s  p e r  c e n t  
d i d  n o t  answer t h i s  ques t ion  a t  a l l ,  
The r e p o r t s  of t h i r t y - s i x  and f o u r  t e n t h s  per  c e n t  
of t he  educa to r s  showed t h a t  t h e  c h i l d r e n  p a r t i c i p a t e d  i n  
a l l  sports, whereas 45.5 per  c e n t  s a i d  they d i d  not .  Eighteen 
and two t e n t h s  p e r  c e n t  d i d  not r ep ly .  
Seventy-two and seven t en ths  pe r  c e n t  f e l t  t he  c h i l d  
l i k e d  school ,  and 9.1 per c e n t  d i d  not.  
Eighteen and two t en ths  per  cen t  d id  not  r e p l y  t o  
t h i s  query,  
Eighteen and two t e n t h s  per  c e n t  responded t h a t  this 
c h i l d  had t o  r e p e a t  a  grade and 54.5 p e r  c e n t  r e p l i e d  
n e g a t i v e l y  while 27.3 per  cen t  did not rep ly .  Nine and one 
t e n t h s  p e r  c e n t  f e l t  t h a t  t h i s  r e t e n t i o n  was due t o  excess ive  
absences,  while 9.1 pe r  cen t  did no t ;  81.8 p e r  cen t  gave no 
r e p l y .  
Nine and one t e n t h  pe r  cen t  s a i d  t h a t  t h i s  c h i l d  d id  
c a r r y  a n  i d e n t i f i c a t i o n  of some kind s t a t i n g  h i s  blood type 
and d i s e a s e  and 54*5 pe r  cen t  r e p l i e d  nega t ive ly .  T h i r t y -  
six and f o u r  t e n t h s  per  c e n t  did not  answer th i s  ques t ion  a t  
a l l .  
Ths educator8 were asked t o  g ive  s p e a i f i c  in format ion  
about  t h e  k inds  of schools  i n  which they  and t h e  c h i l d  wi th  
Cooleg 's  anemia work. The fo l lowing  i n d i c a t e s  the  k inds  of 
s choo l s  : 
Kinds - of Schools Per Cent 
--
Number 
C l a s s e s  f o r  p h y s i c a l l y  handicapped 9.1 1 
No c l a s s e s  f o r  t h e  p h y s i c a l l y  
handicapped 72.7 8 
 id n o t  r e p l y  18,2  2 
- 
T o t a l  1 0 0  . 0 11 
The prov i s ions  m d e  f o r  emergencies i n  the schools  
were r e p o r t e d  i n  t h i s  manner: 
Emergency P rov i s ions  -- Per Cent Number 
mergency  t r a n s f u s i o n s  9.1 1 
NO ernergenc y t r a n s f u s i o n s  81.8 9 
Did n o t  r e p l y  9.1 1 
- 
T o t a l  100.0 11 
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Ambulance s e r v i c e  was provided i n  these  ways: 
Ambulance s e r v i c e  -- Per Cent Number 
Ambulance s e r v i c e  by the  school  27.3 3 
No ambulance s e r v i c e  63.6 7 
C i t y  ambulance s e r v i c e  9.1 1 
- 
Tot a1 100.0 11 
Seventy-two and seven t e n t h s  per  cen t  were working i n  
a pub l i c  school ,  whereas 9.1 p e r  c e n t  were no t ,  and 18.2 pe r  
c e n t  d id  not answer t h i s  ques t ion  a t  a l l .  
Twenty-three and t h r e e  t e n t h s  per  c e n t  r evea led  t h a t  
t h e  schools  r ece ived  f i n a n c i a l  a i d  from pub l i c  funds  and 
45.5 p e r  c e n t  s a i d  they  d i d  no t ,  whereas 27.3 per c e n t  d i d  
no t  r ep ly .  One educa tor  r e p o r t e d  that h i s  school  had a con- 
t r a c t  wi th  t h e  County Vocational  and Educat ional  Board. 
Twenty-seven and t h r e e  t e n t h s  per  c e n t  answered t h a t  
t h e r e  was a d o c t o r  on d u t y  i n  t h e  school ,  and 63.6 per  c e n t  
r e p l i e d  n e g a t i v e l y  whereas 9.1 p e r  c e n t  die not  give a r ep ly .  
Seventy-two and seven t e n t h s  per c e n t  r evea led  t h a t  t h e r e  
was a  nurse  on d u t y  i n  t h e  school ,  and 18.2 per  cen t  i n d i -  
c a t e d  no nurse ,  whereas 9.1 per  c e n t  gave no answer. 
Th i r ty - s ix  and f o u r  t e n t h s  pe r  cen t  r e p l i e d  t h a t  t h e r e  
was a t eache r  r e spons ib l e  i n  t h e  event  of an emergency, and 
9.1 per  c e n t  r e p l i e d  t h e r e  was no r e spons ib l e  t eache r ,  while 
54.5 p e r  c e n t  gave no r ep ly .  
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The educators  s t a t e d  t h a t  when the  c h i l d  had not been 
In a r e g u l a r  phys ica l  education class, 9.1 per  cen t  had t h e  
c h i l d  observe o r  spend some time i n  the  l i b r a r y  o r  take p a r t  
i n  l e s s  s t renuous  a c t i v i t i e s .  Eighteen and two t e n t h s  per  
c e n t  revea led  t h a t  no provis ions  were made f o r  h i m  during 
t h i s  time. 
CHAPTER V 
SUMMARY AND RECmI4EXDATIONS 
I. SUMMARY 
It was t h e  purpose of t h i s  s tudy t o  determine,  if  
p o s s i b l e ,  (1) how many c h i l d r e n  i n  t h e  United S t a t e s  have 
Coo ley l s  anemia, ( 3 )  t o  f i n d  ou t  how many a r e  a t t e n d i n g  
schoo l  i n  r e g u l a r  clasarooms, ( 4 )  t o  a s c e r t a i n  w h a t  measures 
have been made t o  accommodate t h e s e  c h i l d r e n  i n  e i t h e r  
school .  
S ince  Cooleyt  s anemia i s  a r a r e  type of d i s e a s e ,  t h e  
l i t e r a t u r e  t o  be reviewed was v e r y  l i m i t e d .  The Coo ley t s  
Anemia Blood and Research Foundation f o r  Ch i ld ren  Inco rpo ra t ed  
was con tac t ed ,  and a l i s t  of members was r ece ived  a long  with 
r e c e n t  pamphlets on t h e  s u b j e c t .  
The i n v e s t i g a t o r ,  by means of a q u e s t i o n n a i r e  s e n t  i n  
January t o  t h e  p a r e n t s  of t h e  c h i l d r e n  l i s t e d  by the Foun- 
d a t i o n ,  ga the red  d a t a  concerning t h e  h e a l t h  and educa t ion  
t h e s e  c h i l d r e n  were r ece iv ing .  I n  February,  q u e s t i o n n a i r e s  
were s e n t  t o  t h e  educa to r s  who were working with t h e s e  
c h i l d r e n .  
There were ninety-two q u e s t i o n n a i r e s  s e n t  t o  p a r e n t s  
a l l  ove r  t h e  United S t a t e s .  Fif ' ty of t h e s e  i n q u i r i e s  were 
unanswered. T h i r t e e n  were no t  used because t h e  respondents  
d i d  no t  wish the  s choo l  contac ted .  F'rom t h e  twenty-nine 
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r e p l i e s  it was noted t h a t  parents  were very s ens i t i ve  t o  
t he  h e a l t h  problem which they  and t h e i r  ch i ldren  faced. 
This f a c t  may have been p a r t  of the reason t h a t  many of t he  
ques t ionnai res  were unanswered. 
It was a l s o  apparent t h a t  those replying,  although a 
l i t t l e  r e l u c t a n t  t o  give out  any i n f o r m t i o n ,  were wi l l ing  
t o  sha re  t h e i r  experiences and problems with another  who was 
i n t e r e s t e d  i n  the  numerous problems which they  face.  
It was evident t h a t  f o r  every case  repor ted ,  t he  ill- 
ness was a t  a d i f f e r e n t  s tage  f o r  each. The s e v e r i t y  of 
each case  va r ied  from indiv idual  t o  indiv idual  so t h a t  each 
c h i l d  was handled according t o  h i s  own p a r t i c u l a r  needs. 
The spacing of t ransfus ions  was very d i f f e r e n t  f o r  almost 
every case.  
According t o  the parents1  quest ionnaire ,  the  twenty- 
nine ch i l d r en  ranged i n  age from f ou r  t o  twenty-five, with a 
mean age of twelve years, th ree  months, and a median age of 
11.8 years. The median school grade placement was seventh; 
the median age at which the i l l n e s s  was diagnosed was eleven 
months. 
Kost o f  the parents  had enro l l ed  t h e i r  ch i l d r en  i n  
r egu l a r  schools,  had ta lked t o  school a u t h o r i t i e s  before 
en te r ing  t h e i r  ch i ld ren ,  had not considered placing the 
ch i ld ren  i n  schools f o r  the  phys ica l ly  handicapped, and had 
f e l t  the  ch i ld ren  were accepted by the schools. 
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More c h i l d r e n  had gone t o  school  t h e  h a l f  day before  
a t r a n s f u s i o n  than  those  who had s t ayed  home, Transfusions ,  
i n  most c a s e s ,  came on school  days. School nurses  had made 
no s p e c i a l  except ions  f o r  the  c h i l d r e n ,  
Most of t h e  c h i l d r e n  had no t  had milk  breaks  dur ing  
t h e  school  day. A s  t o  s p o r t s  p a r t i c i p a t i o n ,  most of the  
c h i l d r e n  had avoided some of the  more s t renuous  s p o r t s ,  bu t  
n ine  of t h e  twenty-nine had p a r t i c i p a t e d  i n  a l l  s p o r t s ,  
I n  moat of  t h e  schools  a t tended,  t h e r e  was no ambu- 
l a n c e  s e r v i c e  and no doc to r  i n  a t tendance ,  a l though t h e r e  was 
a nurse  on duty.  Bed r e s t  was not usually provided. 
Kost of t h e  pa ren t s  r e p o r t e d  no o t h e r  c h i l d r e n  i n  
t h e  f a m i l y  w i t h  t h e  anemia. T h i r t y  pe r  c e n t  o f  t h e  c h i l d r e n  
had had a spleenectomy before  a t t e n d i n g  school .  The median 
frequency pe r iod  f o r  t r a n s f u s i o n s  was every  s i x  to  e i g h t  
weeks. IbIost c h i l d r e n  had not sucked t h e i r  thumbs e i t h e r  
before e n t e r i n g  school o r  be fo re  a t r a n s f u s i o n ,  
Kost c h i l d r e n  had en te red  school  a t  f i v e  years .  O f  
t h e  school  s u b j e c t s  l i k e d  bes t ,  s c i ence  and a r i t h m e t i c ,  each 
l i s t e d  i n  17.2 p e r  cen t  of t h e  cases ,  was most i n d i c a t e d ,  
On t h e  o t h e r  hand, a r i t h m e t i c  was r e p o r t e d  a s  l e a s t  l i k e d ,  
a l s o ,  b y  t h e  most, 20.7 per  cent .  
Over ha l f  the respondents d i d  not i n d i c a t e  number of 
days of school  missed, but of the  ones r e p o r t i n g ,  the  median 
days fell between "twenty-seven days per yearn  and " four teen  
t o  e igh teen  days pe r  year." 
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I n  t h e  r e p o r t  of educators ,  on ly  81.8 p e r  c e n t  i n d i -  
c a t e d  t h e y  had a c h i l d  with t h e  a i lment  i n  t h e i r  schools .  
However, t h e s e  educa tors  had been determined from t h e  l i s t i n g  
on t h e  p a r e n t s  f ques t ionna i r e s ,  
Of t h e  educa tors  r epor t ing ,  most s a i d  p a r e n t s  had 
c o n t a c t e d  them p r i o r  t o  the c h i l d ' s  enrol lment ,  t h a t  t h e  
c h i l d r e n  were accepted  by o t h e r  c h i l d r e n ,  t h a t  t h e  c h i l d r e n  
d i d  not s t a y  home p r i o r  t o  t r ans fus ions ,  that nurses  d i d  no t  
make excep t ions  f o r  t hese  ch i ld ren ,  t h a t  the  c h i l d r e n  did 
n o t  p a r t i c i p a t e  i n  a l l  s p o r t s ,  that  the  c h i l d r e n  seemed t o  
l i k e  school ,  and t h a t  72.7 of t h e  c h i l d r e n  were a t t e n d i n g  
r e g u l a r  schools .  It was f u r t h e r  r e p o r t e d  t h a t  81.8 per  c e n t  
of t h e  schools  were not s e t  up f o r  emergency t r a n s f u s i o n s ,  
t h a t  most of t h e  schools  had no ambulance s e r v i c e ,  that  63.6 
pe r  c e n t  of t h e  schools  r epor t ed  t h e r e  was no doc tor  on duty,  
a l t h o u g h  t h e r e  was a t e a c h e r  r e spons ib l e  f o r  emergencies i n  
36.4 p e r  c e n t  of t he  schools .  
The educa tors  s t a t e d  t h a t  most of  them d id  not mke 
p r o v i s i o n  f o r  t h e  c h i l d  dur ing  the  phys i ca l  educat ion c l a s s  
per iod .  
The main accommodations made f o r  c h i l d r e n  with  Cooley's  
anemia were: (1) a milk  break provided i n  the  morning, ( 2 )  
home t u t o r i n g  o r  homebound t each ing  provided f o r  those  who 
were unable t o  a t t e n d  school  i n  the r e g u l a r  classroom, and 
( 3 )  f o r  those who were unable t o  p a r t i c i p a t e  i n  gym c l a s s e s ,  
l i b r a r y  t ime was provided,  and t h e  c h i l d  observed o r  
p a r t i c i p a t e d  i n  l e s s  s t renuous s p o r t s .  
On t h e  b a s i s  and f i n d i n g s  and conclusions  of th is  
s tudy ,  t h e  fo l lowing  recommendations a r e  suggested:  
1. That t hose  pa ren t s  having a c h i l d  with Coo ley l s  
anemia have a conference with school  a u t h o r i t i e s  
p r i o r  t o  his en t rance  t o  k indergar ten ,  
2. That whenever poss ib l e  t h e  c h i l d  remain i n  t h e  
r e g u l a r  school  with normal ch i ld ren .  
3. That schools  set up a r e a  h e a l t h  c l a s s e s  f o r  those  
w i t h  a  l i m i t e d  amount of  phys i ca l  stamina such as 
any  severe  type of anemia, leukemia v i c t ims ,  and 
h e a r t  cases .  These c l a s s e s  could be s i t u a t e d  i n  
the  same schools  that  have c l a s s e s  f o r  e x c e ~ t i o n a l  
c h i l d r e n .  
4. That t h e s e  c h i l d r e n  r e f r a i n  from any phys i ca l  c o n t a c t  
s p o r t s  i n  t he  phys i ca l  educa t ion  c l a s s .  
5. That t h e  Coo ley t s  Anemia Foundation i s s u e  i d e n t i -  
f i c a t i o n  c a r d s  o r  medalions s t a t i n g  t h a t  t he  
i n d i v i d u a l  wearing o r  c a r r y i n g  such a n  a r t i c l e  is 
a v i c t i m  of Coo ley l s  anemia. 
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APPENDICES 
APPENDIX A 
PAFBNTS QUESTIONNAIRE 
Name of Ch i ld  
H i s  p r e s e n t  age H i s  p r e s e n t  grade 
Name of s choo l  c h i l d  a t t e n d s  
Address of s choo l  
Teacher 
A t  what age was your c h i l d  diagnosed as having Thalassemia 
major o r  C o o l e y t s  anemia? 
CHECK THE CORRECT ANSbnR YES 
- 
NO 
-
Do you have any o t h e r  c h i l d r e n  wi th  t h i s  type  
of anemia? 
Do you have any c h i l d r e n  without Cooley's  
anemia o r  Thalassemia major? 
Was t h i s  type of anemia de t ec t ed  through 
a n o t h e r  d i s e a s e ?  
Did your c h i l d  have a spleenectomy before  
e n t e r i n g  school?  
Did your c h i l d  p l ay  with a l l  t ypes  of c h i l d r e n  
i n  t h e  neighborhood? 
Was his p l a y  r e s t r i c t e d ?  
Did he suck h i s  thumb? 
School  Days 
Did you t a l k  t o  school  a u t h o r i t i e s  before  e n t e r i n g  
him i n  school?  
- 
School  Days YES 
-
NO 
-
Did you cons ide r  p lac ing  him i n  a school  f o r  
t h e  p h y s i c a l l y  handicapped? 
- - 
Is he p r e s e n t l y  e n r o l l e d  i n  a school  f o r  t h e  
p h y s i c a l l y  handicapped? 
- - 
Is your c h i l d  p r e s e n t l y  e n r o l l e d  i n  a r e g u l a r  
school?  
- - 
Is your c h i l d  be ing  t u t o r e d  a t  home by a 
beds ide  t e a c h e r  provided by the  school?  
- - 
Is your c h i l d  being t u t o r e d  by a p r i v a t e  
t e a c h e r  and f inanced  by your own family? 
Did t h e  o t h e r  c h i l d r e n  accept  him a t  school?  
Did he go ha l f  days dur ing  his k inde rga r t en  
yea r?  
Was he a b l e  t o  a t t e n d  school  a l l  day i n  
f i rs t  grade?  
Did he eve r  s t a y  home h a l f  days s h o r t l y  be- 
f o r e  a t r a n s f u s i o n ?  
Are you a b l e  t o  a r range  t h e  t r ans fus ions  on 
Sa turdays  s o  a s  not t o  m i s s  any more school  
t han  i s  necessary?  
- 
Has your c h i l d  had these  childhood d i s e a s e s ?  
Chicken pox 
- 
S c a r l e t  Fever - 
S t r e p  Throat  - 
Does t h e  school  nurse  make a n y  s p e c i a l  
excep t ions  f o r  him? 
Is a milk  break ever  provided f o r  him a t  
mid-morning? 
YES 
- 
NO 
-
~ o e s  he p a r t i c i p a t e  i n  a l l  s p o r t s ?  - - 
Does he p a r t i c i p a t e  i n  some s p o r t s ?  
- - 
Does he l i k e  school?  
- - 
Does he suck h i s  thumb occas iona l ly  y e t ?  
Has he  had t o  r e p e a t  any grade? 
- - 
Do you f e e l  t h i s  was due t o  excess ive  absences? 
- - 
Do you f e e l  t h a t  your c h i l d  is  aware t h a t  he 
i s  any d i f f e r e n t  than any o t h e r  c h i l d ?  
Does he wear any i d e n t i f i c a t i o n  t a g  s t a t i n g  
his blood type  and d i s e a s e ?  
Transfus ions  
Is your c h i l d  r e c e i v i n g  blood from a community 
b lood  bank? 
- 
Is your c h i l d  r ece iv ing  blood from t h e  
Cooley ls  Anemia Blood and Research f o r  
Ch i ld ren ,  I n c . ?  
Types of  Schools  
-
Is your c h i l d  i n  a publ ic  school  f o r  t h e  
p h y s i c a l l y  handicapped? 
Is your school  s e t  up f o r  emergency t r a n s -  
f u s i o n s ?  
Does your school  have ambulance s e r v i c e  f o r  
emergency c a s e s ?  
Is t h e r e  a doc to r  on duty i n  your school?  
Is t h e r e  a nurse on duty i n  your school?  
If t h e r e  i s  n e i t h e r ,  i s  t h e r e  a  t eache r  
r e s p o n s i b l e  f o r  emergency cases?  
Is bed r e s t  eve r  provided f o r  your child a t  
school?  
Other Information 
-
A t  what age d id  your c h i l d  e n t e r  school? 
What s p o r t s ,  if any, does hs r e f r a i n  from playing? 
What subject does he l i k e  b e s t ?  
What subject does he like l e a s t ?  
Does he suck his thumb s h o r t l y  before  a t r ans fus ion?  
On the  average,  how many days a week of s c h o o l  does he 
miss? 
How o f t e n  does he have t r ans fus ions?  
Any o t h e r  comments? Use the  back if necessary.  
EDUCATORS QUESTIOrn  IRE 
Name 
P o s i t i o n  
School  
PLEASE CHECK THE CORmCT ANSWEX X33 
-
NO 
-
Do you have a c h i l d  a t  your school  w h o  has Cooley's  
anemia o r  Thalassemia m a  j a r ?  
- 
Is t h i s  c h i l d  i n  your room? 
- 
Did the p a r e n t s  con tac t  the school  before  e n t e r -  
ing t h e  c h i l d ?  - 
Do t h e  c h i l d r e n  accep t  him a t  school?  - 
Does he e v e r  s t a y  home s h o r t l y  before a 
t r a n s f u s i o n ?  
Does t h e  schoo l  nurse make any s p e c i a l  ex- 
c e p t i o n s  f o r  him? - 
Is a m i l k  break e v e r  provided f o r  him a t  
mid-morning ? - 
Does h e  p a r t i c i p a t e  i n  a l l  s p o r t s ?  - 
Does h e  seem t o  l i k e  school? 
Has he had t o  r e p e a t  any grade? 
D o  you f e e l  t h i s  was due t o  excess ive  
absences?  
Is t h e r e  a nurse  on duty i n  you r  school?  
- 
Does he wear any i d e n t i f i c a t i o n  tag s t a t i n g  h i s  
blood type  and disease? - 
Does t h i s  school  have any c l a s s e s  f o r  t h e  
p h y s i c a l l y  handicapped? - 
YES 
-
NO 
-
Is th i s  c h i l d  e n r o l l e d  i n  one of these c l a s s e s ?  
- - 
Is t h i s  a  pub l i c  school? 
- - 
Is your school  s e t  up f o r  emergency t ransfu-  
s i o n s ?  
- - 
Does your school  have ambulance se rv ice  for 
emergency c a s e s ?  
- - 
Does your school  r ece ive  any f i n a n c i a l  a i d  
from any publ ic  funds? 
- - 
Is t h e r e  a doctor  on duty i n  your school? 
- - 
If t h e r e  i s  n e i t h e r ,  i s  t h e r e  a  teacher  
r e spons ib le  f o r  emergency c a s e s ?  
Is bed r e s t  e v e r  provided f o r  this c h i l d  a t  
school?  
- - 
If t h i s  c h i l d  is not i n  r e g u l a r  phys ica l  
educa t ion  c l a s s e s ,  what provis ions a r e  made f o r  
h i m  during this t ime? 
If you have any o the r  comments, please use the space below. 
